The charts, graphs and numbers contained in the report card confirm what many cancer care professionals have long sensed from direct personal experience. From 1979 to 1992, I was Director of the Hamilton Regional Cancer Centre in Ontario. I managed budgets that were consistently and considerably lower than those of the well-funded Tom Baker Centre in Calgary, which served an equivalent population size. In direct proportion Hamilton couldn't provide the services and treatments that Alberta cancer patients received.
Canada's failure to deal with our current cancer burden has ominous implications for the future. Ten years ago, 33% of Canadians were destined to get cancer during their lifetimes. Today, the risk has risen to 40%, making cancer our number one health threat and a chronic disease of epidemic proportions, one that threatens to break Canada's public health system. The ultimate cancer paradox: a planeload of Canadians dies of cancer every day and a national strategy for cancer control is carefully crafted by a coalition of professionals desperately dealing with this burden. Yet their resultant effort, the Canadian Strategy only point out the problem to them, but we should also suggest the way forward.
In the first place, there must be focus on applying what we already know, as detailed in the Canadian Strategy for Cancer Control. Thus, the areas that have so far have been successful (wider application of better local and systemic treatment, screening, improved general medical practice, smoking cessation, and possibly improved nutrition) need to be more scrupulously implemented. But even as we do this, it becomes plain that the cost of this strategy is rising faster than the 3% annual increase in caseload. As detailed elsewhere in this Report Card, available data indicate that provincial cancer agency funding is growing at the rate of 11-19% compounded annually. Still, we have no choice: we must implement these better treatments and improve care of the patient as a person.
However, it is also essential that we stop the epidemic in its tracks. Cancer incidence, expressed per 100,000, is actually increasing. (Using the usual method of age-adjusted population it appears to be stable). While it is possible that the genetic revolution may somehow put an end to the current epidemic, it is looking less and less likely that this will happen in a timely fashion. It is no longer prudent to bet that a breakthrough is just around the corner. Yet, most of the research money still goes to laboratory-based research (using "models," i.e. tissue cultures and animals studied under artificially devised conditions). Meanwhile, the successful efforts listed earlier receive only a small fraction of the research budget. Especially important is the need to determine what lifestyle changes can prevent invasive cancer from first appearing (primary prevention) or reappearing in cancer survivors (tertiary prevention). Regrettably, just as the knowledge emerges as to what lifestyle changes might be tested in tertiary prevention, cancer centres are discontinuing follow-up of survivors after initial treatment has been completed.
But how can such a complex sequence of concurrent events be orchestrated, especially the prioritization of the research-to-policy-to-practice links necessary for improved cancer control?
Faced with the federal-provincial system, regional disparities and system disconnects complexities and constraints, we have reluctantly become convinced that nothing less than a national cancer act and a national cancer agency are required to orchestrate the necessary strategies. A national cancer agency with a mandate embedded in law could foster implementation of the Canadian Strategy for Cancer Control, align Ten years ago, 33% of Canadians were destined to get cancer in their lifetime. Today, the risk has risen to 40%.
research efforts with societal priorities and monitor progress in cancer control. At the moment no agency is empowered or able to do any of these things.
All of this begs the question: how can we arouse the political will to address the problem? First, as cancer organizations and professionals, we must work together. The lesson learned from AIDS groups is clear: it is important to overcome the clashes that inevitably occur when passionate and dedicated people attack the same objective from different directions. Then, acting in a unified manner, we should be approaching politicians from two different directions simultaneously. First, advocacy groups must continue to engage politicians in public dialogue. The National Cancer Leadership Forum with its new Leadership Team is a major step in the right direction. At the same time we have to get voters into the act by encouraging them to meet individually with their MPs and MPPs.
Cancer survivors and those personally affected by cancer may well be willing to take this step. It is up to us to give them the necessary information, to encourage them to tell their personal stories and to assure them that individual meetings with their elected representatives will make a difference. This two-pronged strategy: advocacy groups approaching politicians publicly and citizens approaching them privatelycould well be the key to a constructive solution.
• BY BILL HRYNIUK CANCER CARE IN CANADA, WINTER 2003-04 Since the year 2000, the Cancer Advocacy Coalition of Canada (CACC) has been asking for hard facts on the issues that matter most to the country's cancer patients. Year by year, our mantra has been, "We cannot manage what we cannot measure."
This year, we assessed each province based on its performance in a number of areas: mortality (the rate at which people die of cancer), waiting times (a good measure of system efficiency and responsiveness), per capita cancer-agency funding levels (where possible), yearly increases in cancer-agency budgets, and provincial government budgetary allocation to cancer agencies measured against their means, as judged by their per capita income. As well, we have now had considerable experience in dealing with the various provincial agencies and are able to assess their accountability and transparency. From these complex factors we have ranked the provinces to find out who delivers the best care, and why.
Our findings suggest once again that we need to be able to measure more accurately in order to improve cancer care in our country, as too many question marks and too many "not comparable" footnotes persist. Our findings also strongly suggest that the more you spend on cancer the more lives you save, with British Columbia leading the country on both counts. As a patient advocacy organization we challenge every province in Canada to follow the Canadian Strategy for Cancer Control and set a five-year goal: to bring mortality rates in line with the outcomes of British Columbia, the province that has historically been the best organized and the most responsive in meeting patient needs. Can this be accomplished by increasing per capita funding to adequate levels -so that current knowledge regarding screening, prevention, treatment and care can be applied to all Canadians? (RANKING 1998 (RANKING -2003 TRANSPARENCY Much improvement in availability of waiting times information; did not disclose expenditure data.
RATE OF FUNDING INCREASES
Improving rapidly -largest rate of increase in cancer budget of all provinces should help address significant waiting times problems. Significant cancer burden compared to other provinces.
Did not provide data on 2002 waiting times. 
BENCHMARKING

CANADA'S CANCER CARE SYSTEMS
In 2000, the subjects the CACC could report on were extremely limited. We asked all ten provinces how many people were currently living with a cancer diagnosis, and received numbers from five (Manitoba, BC, Ontario, Nova Scotia and Saskatchewan). We asked about five-year survival times for the major cancer sites: we got four reasonably comparable answers (from BC, Alberta, Ontario and Nova Scotia). We were able to obtain only anecdotal information on waiting times, and no clear sense from any province as to how much was spent on cancer control and care.
Over time, we were able to put together a more comprehensive composite image of cancer across the country. In 2001, information obtained directly from cancer registries on incidence and mortality revealed a disturbing trend: Canada was falling behind many areas of the US in outcomes.
Our 2002 Report Card showed a slightly clearer picture: incidence and mortality data were more complete, waiting time information was still sketchy except for BC, and we were able to obtain annual budgets from several of the provinces. However, these measured many different things and were far from comparable.
We began to speculate on the relationship between better outcomes and the presence of organized provincial cancer agencies -in a quest to find an explanation for the east-west gradient of outcomes across the country. This led to Report Card 2003, which begins to shed some light on the relationship between cancer funding and outcomes. The 2003 Report Card finds us still pondering the enigmatic east-west gradient of outcomes across the country, this time with an eye to following the money. For some time it has been known that the further west you go in Canada, the lower the mortality from cancer. What has not been as widely appreciated is that the further west you go, the more money provincial governments transfer to their provincial cancer agencies for surveillance, screening, treatment and organization. Figure 1 shows this relationship for provinces which have agencies that have authority over cancer control and for which we were able to obtain complete financial data for 2002. Although this is by no means a complete academic analysis of the cause-effect relationship between spending and mortality, we feel that the tight correlation we observed may be more than coincidence. In the provinces with comparable data we see without exception that the greater the per capita funding, the lower the mortality from cancer in that province. The relationship is consistent, whether we consider all cancers or exclude lung cancer (indicating that the relationship was not simply related to better tobacco control or socioeconomic status).
These observations should come as no surprise. Invasive cancer is a lethal disease if left unchecked. If every case is effectively treated, mortality will be lower than if not. And it costs money to screen, treat and manage effectively -factors that cumulatively should point to better outcomes. It would appear that the more money spent (within limits), the better the results. Professionals consistently echo this message in their anecdotal accounts. Is it your money or your life? WINTER 2003-04 There are caveats to the hypothesis arising from Figure  1 , on page 7, -that mortality is linked to funding levels. Some we include in the following section. Additional facts, figures, charts and graphs are posted on the CACC website (www.canceradvocacycoalition.com).
First, it should be pointed out that better funding leading to more effective organization, screening and treatment cannot reduce mortality in the year of application. That is, efforts in 2002 cannot be the sole reason for reduced mortality in 2002. It takes about five years, at a minimum, for better treatment to reduce overall mortality, and even longer for screening benefits to take effect. We therefore studied the relationship between provincial funding levels and mortality for the provinces shown in Figure 1 for each of the last seven years. The results were the same: the higher the level of funding, the lower the mortality. In each year the relationship mirrored the 2002 data shown in Figure 1 , and obtained whether or not lung cancers were excluded from the analysis. These data are shown in detailed tabular form appended to the electronic version of this report card on our website.
Other caveats bearing on the speculation that provincial funding levels determine outcomes include the possibility that cancer incidence, socio-economic status and smoking each contribute to the east-west gradient of better outcomes shown in Figure 1 . While there is a slightly lower incidence of cancer in the western provinces than the eastern ones, the curve is shallow and erratic. Socio-economic status and smoking are unlikely to account for most of the difference in outcomes because as is shown in Figure 1 , the relationship between spending and outcomes obtains whether or not lung cancer is included.
More detailed analysis of the interaction of these various factors must be undertaken before we can determine precisely how much the level of funding determines cancer mortality. Nevertheless, the startlingly close relationship shown in Figure 1 suggests to us that while funding levels may not be the only explanation they may be an important one. And they should be the most easily rectifiable.
If, in fact, funding levels from government have a major impact on cancer mortality, we may have stumbled upon a very important piece of quantitative information. Over the period of interest, 1997-2003, among the provinces studied, BC was the only one to show a consistent and sustained decline in cancer mortality. The others in the group had no change or an increase in mortality levels. Thus, the per capita funding for cancer control received by the BC Cancer Control Agency might provide a benchmark for other provinces to follow, giving them an indication of what level of support they would need in order to lower death rates to those already achieved in BC. Such a benchmark, if accurate, would be an invaluable aid in planning cancer control for Canada.
Unfortunately, we cannot analyze the results from the two largest provinces with the same precision that we could those shown in Figure 1 . Quebec has a largely separate system, and data from that province are not likely to be forthcoming in the near future. Ontario's hybrid system of control over cancer services also
NAVIGATING A MAZE OF FACTS
makes it difficult to get an apples-to-apples comparison of how Ontario is doing relative to the other provinces. Because Cancer Care Ontario (CCO) delivered only a portion of the province's cancer care, its numbers are not strictly comparable to the other provinces' cancer agencies. Nevertheless, CCO does fund the major regional cancer centres in each of the cancer-planning regions of the province, and these serve much of the needs of cancer patients outside the greater Toronto area.
To get some approximation of the rate of growth of funding levels, we examined in more detail the increases in provincial government funding for the period from 1997-2003 for each of the provinces in question, including CCO. These data are attached to the electronic version of this report card on our website. With the exception of Newfoundland, where the funding started to increase only in the last five years, for each of the other provinces the year-over-year increase in funding was remarkably constant.
As shown in Figure 3 , on this page, the provinces had compounded annual increases in funding from their respective governments varying from 12% to 19%, while CCO's budget grew at only 11% per year. This suggests that Ontario's regional centres are funded well below the levels of their western counterparts, a suggestion that could easily be investigated if access were provided to the necessary data. The suggestion is also consistent with the recent report that, in terms of 2001 health spending as a percentage of provincial gross domestic product (source: Canadian Institute for Health Information), Ontario is next to last, while it is first in terms of private-sector health spending, presumably out of necessity, with individuals making up the shortfall out of their own pockets. The CACC's questions about waiting times revealed three issues of ongoing concern: in many provinces waiting times exceed recommendations, with no mechanisms in place obliging provinces to meet them; there is a lack of standardized measurement across the country, and few provinces can complete information on how many patients receive prompt treatment.
To help ensure comparability of the data for the calendar year 2002, we asked for information on newly-diagnosed patients with the most common cancers: breast, prostate and lung. We asked for information on the length of time a patient waits between a request for an appointment at a cancer centre until the patient sees a medical or radiation oncologist, and then the time to the start of radiation or chemotherapy treatment. The Canadian Association of Radiation Oncologists recommends that the time between referral and consultation should not exceed two weeks, and between consultation and beginning of treatment should not exceed an additional two weeks.
No province meets these standards for radiation treatment. British Columbia which has the lowest cancer mortality does meet its own stated standards.
Alberta, Saskatchewan, Quebec, and New Brunswick provided no 2002 waiting time data in response to our requests. The reasons given were various. In order to fill information gaps, CACC will follow up on these requests with a freedom of information request, the results of which will be posted on the CACC web site.
On the other end of the spectrum, Ontario presents an interesting challenge. Cancer Care Ontario's October 2003 Quality Council Report is an extraordinarily candid and self-critical document that details a disturbing situation in Ontario: it chronicles its own deteriorating performance results. Median waiting times from referral to start of radiation have increased from a low of about five weeks in 1996 to over seven weeks in 2002, and waiting times to access chemotherapy have increased at an average rate of four days per year since 1999. 
WAITING TIMES: LONG WAITS, DIFFERENT MEASURES, LACK OF INFORMATION
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INTERVAL BETWEEN REQUEST TO SEE ONCOLOGIST TO START OF TREATMENT (NUMBER OF DAYS)
EXPECTATIONS AND REALITY: PUTTING THE DOLLARS IN CONTEXT
We thought we'd wrap up the financial data in Report Card 2003 with a little exercise that would address one of the nagging questions it has raised -why do some provinces spend so much more per capita on cancer care than others? We speculated that it might have something to do with the base wealth of the provinces, so we undertook a comparison of means and spending. One might expect that the wealthier the province, the higher the level of per capita spending on cancer. However, this is not the case. BC, the province that spends the most per capita on cancer, ranks third in terms of per capita income. Alberta, on the other hand, spends the third most on cancer.
Although it is difficult to pin down an expenditure number per capita (as we have defined it) for the wealthiest province, Ontario, by self-admission it 
METHODOLOGY
Information for this report was collected first by approaching CAPCA (Canadian Association of Provincial Cancer Agencies) for information on waiting times. In an effort to illustrate the quality of cancer care across the country, the Cancer Advocacy Coalition of Canada researched provincial government expenditures to cancer agencies, incidence and mortality rates, and wait times for care. Where possible, government expenditures are from each agency's audited financial statements. In general, these expenditures made up the provincial government contribution towards the general operating budget and do not include major capital expenditures, or costs of research in patient care, surgery or federal funds.
Mortality rates are from the 1997-2003 publication Canadian Cancer Statistics produced jointly by the Canadian Cancer Society, NCIC, StatsCan, Provincial-Territorial Registries and Health Canada. These figures are estimates based on modeling trends in cancer and population data since 1986 for both cancer incidence and mortality.
Each cancer agency was also surveyed to determine relative waiting times for the calendar year 2002. The CACC asked the following questions for new cases of breast, prostate, lung and colorectal cancer: 1.The length of time a patient waits between a request for an appointment at a Cancer Centre until the patient sees an oncologist. Some provincial governments give one general grant while others include a general grant and a 'restricted' grant (often for capital, research). We excluded any 'restricted' grants from our research and only included general funding. The problem this creates is that there may be some overlap from provinces that just have general grants particularly in terms of research.
Similarly, some provincial Agencies receive funding from more than one ministry of the government -again often for research or one time drug costs. In the case of Alberta this was often the case, and funding from Ministries other than Alberta Health were excluded since the Cancer Agency did not respond to requests for clarification due to time constraints on their end. We may have therefore underestimated Alberta's funding or private oncology practices.
Also, Ontario numbers do not include Princess Margaret and therefore leave out a significant provincial expenditure for direct clinical care.
seems to be truly struggling in all measurable aspects of cancer care delivery. We strongly suspect it spends much less than it could or should. If you think Canada's cancer control system is a complicated web of institutions, bureaucratic committees, funding sources and medical jargon -you're right. If you think that means that cancer patients, caregivers, families, charities, citizens and advocates should not tackle the system problems of cancer, you're wrong. And if you think our elected officials will provide the necessary leadership for us, you're dead wrong.
Here's what happened in December 2003, when 92 Canadians representing more than 28 major cancer groups met at a National Cancer Leadership Forum (NCLF) held in Aylmer, Quebec. Prior to the Forum, the steering committee sponsored a survey of cancer organizations and federal elected officials to determine their attitudes and goals for the forum. Recommendations included:
• An action plan for implementing a national cancer strategy • Identifiable leaders • Advocacy tools • Trust and understanding among groups • Public awareness A survey of MPs and senators found that cancer was either a very important or an urgent issue for their constituents, however they recognized that cancer was not a major government priority like AIDS or diabetes. They had definite ideas about how to give cancer a higher federal profile, including:
• More media attention • More charities and patient groups speaking out • A national inquiry such as a Royal Commission or a Senate Report • Public opinion surveys MPs argued that co-ordinating cancer organizations and charities to represent cancer-related issues with one voice would be more effective than current competing and confusing efforts. Prior to briefings for the forum, none of the MPs had been aware of the Canadian Strategy for Cancer Control (CSCC), and many were shocked to learn that as much as one-half the Canadian population would be diagnosed with cancer.
In the face of these challenges, delegates created an advocacy action plan and voted for a new leadership team led by BC Cancer Agency President Dr. Simon Sutcliffe, with an advisory council chaired by Dr. Bill Evans. Four sub-committees include: Public Engagement (Geoff Eaton, chair), Government Relations (Dr. Bill Hryniuk, chair), Stakeholder Relations (Elizabeth Ross, chair) and Resources (David Tremblay, chair). Delegates agreed to focus their energies on a 12-month collaborative advocacy effort, culminating in a second National Cancer Leadership Forum in December, 2004. Following the forum, representatives from the Leadership Team met with Liberal MPs Carolyn Bennett (St. Paul's/Toronto) and Nick Discepola (VaudreuilSoulanges). As an indication of their strong commitment to advancing cancer control with the new government, the MPs committed to the following efforts, agreeing to try to:
• Have cancer identified in the throne speech • Increase CSCC funding to $3M for 2004
• Put the CSCC on the agenda of Federal/Provincial Task Force Health Ministers • Create a higher profile for the CSCC within Health Canada They have pledged to champion cancer control in caucus, and will actively support NCLF federal and provincial legislative forums for building awareness/support for cancer control among elected officials, the media and the public. They will also stand behind efforts to undertake a parliamentary and/or senate inquiry or hearings into cancer control.
Providing an efficient, compassionate, comprehensive cancer control system starts with the idea that every person in Canada has the right to timely, evidencebased care. The federal government must guarantee that right and provide the resources to ensure it. The NCLF is a call for focused political leadership in cancer control -for more money, better spent; resulting in more people being better served. It is also a call for more political courage: more advocacy, more lobbying and more lives saved.
• "You seem to be following a strategy guided by an anxiety about making waves. It is your turn…. Something transforming occurs when people band together out of concern for those whose health is fragile, or to protect the environment or to seek redress for people denied justice. There is exhilaration in working for a uniting cause, and none of you want to miss an opportunity to experience the sheer joy of it." Although the data from such surveys is of limited value, it confirmed that more than 10% of positions in the complements of these core disciplines are vacant, although the absolute number of positions has increased steadily with expansion and the opening of new cancer centres. The focus of the HR planning groups has now shifted to support the development of a robust HR Planning Information System (HRPIS) to provide a model that can forecast cancer HR requirements in terms of population needs, using data derived from provincial cancer registries. The HRPIS is now in pilot testing with data from several provinces.
Our present focus in the cancer workforce is on the creation of a National Cancer Workforce Strategy and Bureau to support and sustain the HRPIS. We feel that the cancer system is uniquely positioned and well resourced to develop and implement Canada's first model to forecast the future requirements of human resources based on population needs.
The work of the cancer HR Action Group is now channeled into four task forces: (1) To describe the nature and severity of cancer workforce shortages in Canada and to devise advocacy strategies to address them (2) To study and improve the supply of cancer health professionals from Canadian training programs and educational institutions (3) To compile and analyze information on staff planning ratios used in cancer treatment programs and to examine new models of service delivery 
VIEW
HOW INDIVIDUALS CAN ADVANCE CANADA'S RESEARCH AGENDA
BY DR. ANTHONY B. MILLER
To prevent cancer we need to know its causes, and to cure cancers we need good treatments. Cancer research is the process by which we acquire such knowledge. Research takes many forms, from the laboratory-based basic sciences through population-based epidemiology. The former has been responsible for our increasing understanding of the way cells become cancerous, the latter for identifying the association of smoking, diet, occupation and sunlight with cancer occurrence. Oncologists interested in improvements in cancer treatment evaluate new treatments in clinical trials; epidemiologists interested in early detection evaluate screening through screening trials.
Although relatively few cancers are inherited, the function of the genetic material in cells turns out to be intimately related to cancer occurrence. With the decoding of the human genome, many researchers are anticipating new ways to diagnose and treat cancer, and identify its causes. This has led to a flurry of new research discoveries, though few have so far made any immediate impact upon cancer management or the possibility of cure. However, new treatments are in the pipeline and some hold great promise.
Prevention is an under-explored domain that also holds promise in reducing the future burden of cancer. In the last two years international agreement has been reached that even moderate physical exercise and avoidance of obesity are protective for breast and colorectal cancer. Our knowledge of how dietary changes may protect against cancer is improving as results of a study of over 500,000 people in ten European countries are reported. Last year that study showed that high dietary fibre affords significant protection against colorectal cancer, and high fruit intake helps to protect against lung cancer (though it is far less important than not smoking). In addition, a Canadian-led clinical trial has shown that the drug letrozole helps to protect against recurrences of breast cancer post surgery.
We need to recognize, however, that the process of establishing the validity of promising research findings is relatively slow. For example, a blood test for prostate cancer (PSA) was introduced 20 years ago, but we still do not know if use of this test reduces prostate cancer deaths. Two large trials currently in progress may give us this answer, though we may have to wait five or more years before they report their results.
Two actions by individuals will further the effectiveness of the research agenda in Canada. First, if you have the opportunity to participate in a cancer research study, agree to do so. In the last two decades, thousands of Canadians have participated in such research. Second, support the efforts of Canadian researchers to maintain access to potentially sensitive data for research, with full preservation of confidentiality. Researchers are aware of the need for data protection, but without access to data currently stored in cancer registries, for example, our ability to learn the causes of cancer will be severely impaired.
•
Anthony Miller is Professor Emeritus, Department of Public Health Sciences, University of Toronto.
2003: THE YEAR IN PSYCHOSOCIAL ONCOLOGY
BY DR. ZEEV ROSBERGER
The psychosocial care of cancer patients and their families continues to rank low on the list of priorities of cancer care in Canada, despite evidence that quality of life is vital along the continuum of cancer care, from prevention to palliation. The data continue to show that 35% to 45% of cancer patients will experience significant distress requiring intervention.
Few cancer centres in Canada come close to providing adequate psychosocial care. These specialized services are not available in the community, and those that are available are private and not covered by provincial health plans. Without integrated psychosocial care we cannot address the increasing prevalence of cancer.
A recent comprehensive review of cost-offset research studies by Linda Carlsen and Barry Bultz (Psychology Exchange, Fall 2002) concluded that investment in professional psychosocial services reduces distress, improves quality of life and reduces other medical costs by three to five times.
Clinical Services
Attempts continue to increase the number of psychosocial health professionals. The Standards published by the Canadian Association of Psychosocial Oncology (CAPO) have been useful in influencing policy-makers to increase the number of psychosocial professionals in some areas, however despite the evidence of benefit, less than 2% of operating costs of cancer centres is directed toward psychosocial care.
Often, the largely volunteer and non-professional support services supplied by various local, provincial and national agencies are cited as evidence for the adequacy of care. These services provide many important supports, but are unable to offer professional diagnostic and treatment services. Patients suffering significant levels of distress require the intervention of psychologists, psychiatrists, social workers and other licensed, trained psychosocial oncology specialists.
The Canadian Strategy for Cancer Control (CSCC) is an important initiative that needs immediate implementation. Its commitment to "rebalance focus" will promote a reorientation to comprehensive and integrated care, including psychosocial and supportive care services.
Research
The research climate has improved for psychosocial research. The Institute for Cancer Research of the Canadian Institutes of Health Research has made psychosocial and supportive care research (broadly defined under the name "palliative care") one of six priorities over the next few years. The Canadian Breast Cancer Research Alliance will focus on greater opportunities for psychosocial oncology research. The Sociobehavioural Cancer Research Network of the National Cancer Institute of Canada (NCIC) is looking for ways to improve the transfer of research findings to the clinic and community to provide a greater evidence base and accountability for psychosocial interventions. Other research initiatives include the Canadian Prostate Initiative. CAPO is assuming a larger advocacy role in many areas, with increasing visibility in organizations such as the Canadian Association of Provincial Cancer Agencies (CAPCA).
Summary
In advocating for improved care for patients and families, CAPO's greatest challenge remains the need for increased professional psychosocial resources. The implementation of the CSCC will be a marker for these advances. Until then, however, advocacy groups need to focus and unite their energies to influence policymakers to effect the integrated care that cancer patients There are some positive results to report: in men, the age-adjusted cancer mortality rate for all cancers combined has declined by 12% since 1988; amongst women, if lung cancer is excluded, there has been a 21% decline in mortality rates since 1974. However, primarily due to population growth and an aging population, the total number of new cancer cases and deaths in Canada continues to rise. Between 1990 and 2010, the number of new cancer cases occurring each year will have more than doubled, and it is estimated that by 2010 cancer will be the leading cause of death in Canada.
Cancer treatment in Canada is affected by the rising burden of cancer in a number of ways. In Manitoba, for example, the annual increase in cancer incidence (2.3%) has resulted in increases in new patient visits, (6.1%) treatment visits for systemic therapy (14.6%) and oncology drug costs (37.4%) larger since 1999. Similarly, Ontario reports that the use of systemic therapy for patients is increasing at an annual rate of 11%, much greater than the overall increase in cancer incidence
The impacts of the growing burden of cancer on treatment are also experienced with other modalities of care. The Canadian Association of Radiation Oncologists recommends that the average waiting time from referral to start of radiation therapy treatment should not exceed four weeks assessed comprehensively in Canada.
The Cancer Quality Council of Ontario Report for 2003 notes that access to radiation therapy in that province remains inadequate and inequitable among regions, because of increasing demands due to population growth, aging of the population and new indications. The median waiting time for radiation therapy at all Cancer Care Ontario sites has increased from five weeks to over seven weeks in the period 1992 -2002.
The Department of Surgical Oncology at CancerCare Manitoba has compiled waiting times in 2003 from the date of decision to operate to the procedure date and has shown waits of from 30 days (melanoma) to 100 days (thyroid), with breast cancer and head and neck cancer at approximately 35 days. The targeted accepted standard for surgical waiting time is 14 days. Waiting times for cancer treatment vary from province to province, but it is clear that attention and resources need to be applied to this issue, which is destined to become worse as the burden of cancer inexorably increases with time.
The issues of access, drug costs and the need to increase training for human resource needs are all underlined by the increases in the number of cancer cases in Canada. It is abundantly clear that more attention to these needs is required, and that the Canadian Strategy for Cancer Control must be implemented to ensure the sustainability of the cancer treatment and cancer control systems in Canada.
Dr. Schacter, M.D., FRPCP is the Chief Executive Officer of the Canadian Association of Provincial Cancer Agencies (CAPCA), Chair of the Standards Action Group of the CSCC and Professor in the Department of Internal Medicine of the University of Manitoba.
CANCER CARE SYSTEMS: TRANSFORMATION AND TRANSPARENCY
BY DR. BILL EVANS
Cancer Care Ontario (CCO), an agency that is accountable to the provincial government, currently administers most of Ontario's cancer care. In the past year and a half, CCO has taken dramatic steps to address two key areas of concern for cancer patients: timely access to care and fragmentation of cancer services.
In October 2002, the provincial government announced the creation of the Cancer Quality Council of Ontario to ensure that quality of services remains high and continually improves. The Council monitors and assesses cancer system performance and drives improvements, working towards a co-ordinated, patient focused and seamless care system. The Council has undertaken three initiatives during its first year. First, it produced Strengthening the Quality of Cancer Services in Ontario, a book that documents strengths and areas for improvement, including the need for data to assess the performance of the cancer system in areas that were previously outside of CCO's mandate of operating cancer centres. Second, the Council hosted an event on colorectal cancer, which focused on the need to implement colorectal screening in Ontario. A third initiative in process is the development of a menu of system indicators that will allow the Quality Council to report publicly on the performance of the cancer system and the quality of care in Ontario. Among the proposed indicators are the proportion of cancer patients staged, consistency of practice relative to guideline recommendations, and waiting times.
Beginning in 2004, CCO will restructure its delivery of services, and Ontario's regional cancer centers will be managed as Integrated Cancer Programs of host hospitals. This step will overcome some of the difficulties faced by patients dealing with two separate organizations at one location. Through planning efforts now underway for the Greater Toronto Area and the province, a cancer plan will be presented to government covering the full spectrum of cancer servicesfrom prevention and screening through diagnostics, treatment and supportive/palliative care.
CCO now posts wait times for radiation therapy on its website, presented according to disease site and treatment centre. This information may enable patients and providers to exercise choice in the location of care, particularly in southern Ontario, and could act as an incentive to providers to improve access to care, especially if wait times are excessive relative to other facilities in the province.
As other quality indicators are developed and reported, patients will see a more complete picture of cancer services available to them. At the same time, quality and performance indicators will help cancer system managers pinpoint areas that need increased resources or innovative approaches to service delivery. This focus on transparency, accountability and innovation will enable CCO to advance its vision of creating the best cancer system in the world. A cloud of silence hangs over lung cancer, even though one new case is diagnosed every 25 minutes and one patient dies every 28 minutes. Only 14% of lung cancer patients will survive five years, compared to 85% of breast cancer patients. The biggest cancer killer in the country -in the world, in fact -gets such a meagre share of research attention that the mortality rate has not changed for decades.
Where is the public outcry? Where are the runs for the cure (there isn't one), the exciting research developments and new treatments that will save lives (there aren't many), the effective screening programs (there are encouraging technologies, such as spiral CT, but they are not being evaluated in Canada) and the public-education programs to "talk to your doctor?" When will we have lung cancer month? Where are the patient advocates?
This year, the Cancer Advocacy Coalition of Canada (CACC) set out to take a closer look at the sorry state of lung cancer control in Canada. Here's the story.
SURVEY FINDINGS ON LUNG CANCER CONTROL IN CANADA
The CACC surveyed 19 Canadian cancer centres last year to get a sense of how the unique needs of lung cancer patients were handled. We found disturbing patterns of referrals, which indicate that many lung patients are dying without specialized care, treatment or diagnostic equipment, unable to take advantage of new treatment options or secondary prevention measures, and with a lack of support systems.
Failure to refer patients
Our survey uncovered low rates of referral (which means that few patients, upon diagnosis with lung cancer, are sent on to a cancer specialist or cancer centre for more specialized care). Between 20% (Alberta) and 50% (Ontario) of newly diagnosed lung cancer patients are never referred to a cancer centre for treatment. While Ontario does provide cancer care outside the formal cancer system and the non-referral rates may be deceptively high, the rates for other provinces give testimony to the trend: 36% nonreferral in British Columbia and Manitoba, 38% in Saskatchewan and 32% in Nova Scotia.
Lack of diagnostic equipment
Among the most effective procedures to determine whether lung cancer has spread, and whether surgery is appropriate, are pre-operative mediastinoscopy and PET scanning, but neither one is in widespread use in Canada. As a result, up to 50% of surgical attempts to cure lung cancer may be found to have been futile after the fact, due to the finding on the operating table that the cancer has spread. In those cases, the surgery can cause unnecessary morbidity and preclude the use of a life-prolonging combination of chemotherapy with radiotherapy.
At the time of the survey, only five PET scanners were available in Canada for diagnosis of any type of cancer. Private PET scanners have been available in Canada but were recently shut down because of failure to obtain appropriate federal approvals. PET scanners slated for installation at Ontario cancer clinics will be dedicated to research, like most of this equipment across the country, so a patient who is not in a clinical trial will not have access. Quebec is the only province in Canada to have decided (in December 2003) that PET scans will be publicly funded and available as an insured service.
By contrast, the US Federal Health Care Financing Agency approved funding for routine use of PET scanning in eight different situations for a variety of different types of cancer, and the first approved use, in 1995, was for pre-operative assessment of lung cancer patients. Lung cancer kills more Canadians than any other cancermore than breast, prostate and colorectal cancer combined. So where are the research projects, the diagnostic tools, the effective treatments, the screening and support programs?
another 13. Belgium has 22, Germany has 100 and Turkey has 11.
No adjuvant chemotherapy
In no centre was adjuvant chemotherapy the standard of care, despite the report from the American Society of Clinical Oncologists (ASCO) plenary session in April 2003 that this form of treatment had a modest but definite benefit in prolonging the survival of selected patients after they had surgery for localized disease (see News section). There are no guidelines in place among Canadian cancer centres to adopt this approach as standard treatment although guideline review is underway in Ontario and Nova Scotia.
Lack of smoking-cessation programs
Of the 19 Canadian cancer centres we surveyed, only four had in-house smoking-cessation programs. This, despite evidence that fully 20% of recurrences of aerodigestive cancers are due to second primaries rather than a recurrence of the original tumour, and that continuing to smoke during therapy interferes with the effectiveness of treatment.
Lack of psycho-social support
Only two centres had a lung cancer support group, even though the incidence of depression in lung cancer patients is higher than in patients with other cancers.
Lung cancer incidence and mortality across Canada Across Canada, cancer incidence and mortality are lowest in the west and highest in the east. This is especially true for lung cancer, as shown in Figure 6 . Because the lung cancer death rate is so high, lifestyle choices and socio-economic status are commonly given as explanations for the east-west gradient in overall cancer death rates. As a correlate of lower SES there is a higher rate of smoking and therefore a higher rate of lung cancer. Because the lung cancer incidence rate is so high in eastern Canada, this was given as an explanation for the east-west gradient in overall cancer death rates.
It seemed to us too facile a story. The lung cancer gradient is nowhere near as well defined as the gradient for overall cancer mortality and, as shown elsewhere, that gradient exists whether or not you include lung cancer. In fact, our research suggests that the gradient for overall cancer mortality may be predominantly due to differences in the effectiveness of overall cancer control. If so, could this also be true for lung cancer? To address this we looked more closely at data from Ontario, a province with the lowest mortality rate from lung cancer and one of the highest levels of socio-economic status.
Lung cancer survival in Ontario
While mortality figures give an overall picture, survival after diagnosis may reflect the stage distribution at presentation and, when stage distributions are comparable, the effectiveness of medical management. With the assistance of Cancer Care Ontario investigators, we examined survival after diagnosis for lung cancer patients from Ontario's eight cancer planning regions, each of which is served by at least one regional cancer centre.
We analyzed five-year survival for the cohorts diagnosed from 1983 to 1987 and from 1993 to 1997. We also examined two-year survival for the cohort diagnosed from 1997 to 1999. Survival for each cohort in each region was expressed as a ratio compared to that of the whole province, taken as 1.00.
The results were identical for all three cohorts: survival of patients depended on which planning region they came from. The same planning regions consistently had the best or worst results, and differences were significant. The following chart shows data for the 1993-97 cohort. Patients in planning region A had a significantly higher five-year survival rate than those in planning region I. Survival of patients from planning regions F and G was consistently in between the best and the worst and did not overlap with the rates from either. We found only minor differences in referral of patients to the cancer centres serving these regions, so that referral patterns could not explain the findings.
Differences in survival of this magnitude deserve further investigation, especially when they occur among planning regions within the same provincial system and with the same treatment guidelines. The causes could include differences in stage at presentation, socio-economic status, and the degree of adherence to clinical-practice guidelines. If the differences were due to variations in practice, individual patients could be so informed and advised accordingly. As well, changes in medical management could be promoted to ensure best practice. 
Prevention … and nothing else?
So what is being done to prevent lung cancer across the country? To their credit, governments and the Canadian Cancer Society spend millions of dollars on anti-smoking advertising and smoking-cessation campaigns, resulting in adults quitting in record numbers. However, the campaigns are having little effect on teenagers, although the recent provincial co-ordination of higher cigarette prices may be a catalyst in achieving this goal.
Smoking-cessation programs may be our best hope down the road, especially those targeting the 20-to-30-year-old age group, but there's a substantial lag before smoking reduction will have any impact on lung cancer incidence. Even if everyone in the country quit smoking right now, we would still have overwhelming numbers of new cases and deaths for 20 years.
Prevention is the best strategy for controlling lung cancer. But can you name one other cancer where prevention is almost the only strategy? Where research and support for screening, improved diagnostics and better treatments, are so often considered a waste of time and money? Across the country prevention means trying to eliminate tobacco use, with the one exception of British Columbia, where an innovative trial is underway to determine whether green tea helps former smokers prevent lung cancer.
Lung cancer research disproportionately meagre
In cancer research generally, the more we invest in research, the lower the mortality rate for any given disease. Research also produces better screening and diagnostic techniques, along with an arsenal of treatment choices. The National Cancer Institute of Canada (NCIC) is the main source of cancer research funding in Canada, using donations made to the Canadian Cancer Society and the Terry Fox Foundation. The distribution of NCIC research dollars in 2003 demonstrates the relationship between commitment to research and the associated survival benefit to patients with each of the major cancers, as depicted in Figure 8 . The biggest killer, lung cancer, receives a disproportionately small share of research funding.
The low level of research activity in lung cancer is another indicator of the lack of interest that pervades Canadian society. It shows that the researchers are either not interested or know they have a better chance for funding if they study other types of cancer. But it also shows the power of patient advocates: the breast cancer movement has had a profound influence on public and political support, generating more media attention, more money and more research. And better survival. This country does not have one single fundraising event for research into lung cancer.
Lung specialists agree with us
We were invited to present our survey data as a scientific paper at the World Conference on Lung Cancer in Vancouver last year. At that conference, 205 lung specialists from 35 countries were surveyed by the Global Lung Cancer Coalition. Their insights provide useful milestones for lung cancer advocacy, including increased government funding, the creation of evidence-based guidelines, and increased research into effective detection. Their comments are represented here:
• More than three-quarters felt that lung cancer currently receives less government funding than other common cancers. • A similar proportion thought that governments allocate more funding to diseases less serious than lung cancer.
• Nearly three-quarters felt that fear of receiving a diagnosis of lung cancer caused many people to delay seeing their doctor.
• Two-thirds believed that removing the stigma would encourage people to seek help earlier.
• Nearly nine in ten maintained that evidence-based guidelines would enhance the quality of care in lung cancer. (There are currently no internationally agreed guidelines for the diagnosis and treatment of lung cancer, which is not the case with many other diseases).
• When asked what could be done to improve survival in lung cancer patients, the first choice was more research into effective detection, followed closely by more government funding of effective lung cancer treatments.
Nobody deserves to die of lung cancer
In successfully stigmatizing tobacco use, governments have simultaneously stigmatized lung cancer and the lung cancer patient. Nihilism permeates any discussion about lung cancer. The resulting scarcity of research, diagnostic tools, screening and early diagnosis, support programs and effective treatments is grossly out of balance with the magnitude of the disease. While physicians wait for a patient advocacy movement to make a difference, patients hide and die because the stigma surrounding lung cancer and smoking shames people into isolation and denial. Because of lung cancer's high mortality rate, there are few survivors to advocate for more attention. Since there is also a common perception that they have brought their untimely end upon themselves, relatives and friends may be unwilling to advocate their cause. The presumption of death following a diagnosis of lung cancer has also fostered an environment of therapeutic nihilism and neglect among physicians, governments and researchers.
Twenty years ago it was rude to say the word "breast" in public; today it is socially unacceptable to get lung cancer. Is it any wonder that millions of former smokers in this country are unaware of their risk for lung cancer, doing nothing to advocate for screening and diagnostic tests? Without any of these voices, few get around to thinking about lung cancer.
We know that advocacy makes a difference. What we don't know is where to find advocates. As the relatives of lung cancer victims will attest, no one deserves to die of lung cancer. Perhaps the same relatives, touched by lung cancer, can help. 
LUNG CANCER
Lung Cancer: Adjuvant chemo after surgery shows improved survival A large international randomized study showed that adjuvant chemotherapy after surgery improved survival in patients with early-stage lung cancer. The degree of improvement was modest but at a sufficient level to warrant a change in practice in some cases.
BREAST CANCER
Breast cancer treatment significantly reduces likelihood of recurrence Results of a large international trial indicate that letrozole improved disease-free survival when given to post-menopausal women who had completed five years of adjuvant tamoxifen. The improvement was so striking that the monitoring committee halted the trial to allow women in the placebo group to access the new treatment. Breast cancer patients (except those who are pre-menopausal) completing adjuvant tamoxifen should consult with their oncologists to see if they are eligible for the additional protection afforded by letrozole.
MRI recommended for highrisk breast cancer patients undergoing surgery MRI has been shown to be more sensitive and specific than mammography for detecting early breast cancer. It is recommended that woman at very high risk (e.g. BRCA-positive) about to undergo surgery for breast cancer, should first have an MRI of the other breast to rule out the possibility of undetected bilateral disease.
Jury still out on high-dose chemo with stem-cell rescue Two reports in the prestigious New England Journal of Medicine regarding the results of high-dose chemotherapy with stem-cell (bone marrow) rescue for early breast cancer came to differing conclusions regarding the utility of this approach. The benefit of this treatment remains to be elucidated, particularly in women under the age of 50 who have many positive lymph nodes.
Dose-intensive adjuvant chemo regime shows better results
Adjuvant chemotherapy given every two weeks produced better survival than the same treatments administered every three weeks, with no increased toxicity observed as a side effect, according to the results of a recent study.
COLON CANCER
New application of therapy promising for colon cancer, caught in Catch-22 Good news and bad news in colon cancer, a disease for which the number of effective treatments is very limited. Oxaliplatin has been proven effective in treating colorectal cancer; however it has not been filed with Health Canada and cannot be marketed here. Canada does not acknowledge the manufacturer's intellectual property rights and the company won't file until that protection is in place, as it is in the US and Europe. The drug is available through Health Canada's Special Access Program and covered by a number of provinces. Patient access is more difficult in Ontario and Alberta, where the provincial cancer boards will not reimburse the drug in the absence of a Notice of Compliance (NOC) from Health Canada. The manufacturer, SanofiSynthelabo Canada, is providing compassionate assistance to those patients, who can call: 1-866-356-9284 for details.
PROSTATE CANCER
Targeted radiation reduces side effects of prostate treatment Prostate cancer patients should be aware of two important advances in radiation treatment of prostate cancer: conformal photon therapy and brachytherapy. As these techniques have been known for some time to reduce side effects of radiation therapy administered with the intention to cure prostate cancer, patients should ensure that their oncologists discuss these options even if they aren't able to deliver them in their centres. Conformal photon therapy uses CT scanning to carefully guide the external radiation beam to its target, while brachytherapy involves radioactive seeds implanted directly into the tumorous prostate gland. • Men have a 41% lifetime probability of developing cancer.
CANCER SERVICES
• Women have a 38% lifetime probability of developing cancer.
• One in four Canadians will die of cancer.
In 1999 cancer was the leading cause of premature death (Potential Years of Life Lost) for men and women: 932,000 potential years were lost as a result of cancer representing 31% of the PYLL from all causes of death.
THE COST OF CANCER
Health Canada produces reports on the economic burden of illness. Mortality costs represent the dollar value of lost production due to premature mortality.
• In 1998, the last year for which figures are available, the mortality cost of cancer to Canada was $10.6 billion. In the same year, the cost of hospital care for cancer in Canada was $1.8 billion.
• Among children and youth aged 0-19, cancer ranked as the sixth leading cause of PYLL after perinatal causes, congenital anomalies, motor vehicle accidents, other accidents and suicide. The total PYLL due to cancer deaths among Canadian children and youth (ages 0-19) in 1999 was 15,000 years.
SURVIVAL
• About a third of the women who develop breast cancer, and the men who develop prostate cancer, will die from it.
• Slightly more than half of the men or women who develop colorectal cancer will die from it.
• Nine out of ten people diagnosed with lung cancer will die from it.
• Overall the ratio of deaths to new cases is 48%, slightly higher in males than in females.
WHAT CAN ANYONE DO TO CHANGE THESE NUMBERS?
CACC believes in advocacy -to speak freely and openly about the issues, to highlight the concerns of patients and families, and to press governments for a more effective response to the enormity of cancer in Canada. This 
